Abstract The object of this paper was to investigate the experiences of patients with severe mental illness (SMI) living in a community, including their utilization of care and treatment services. Psychiatric care and social services staff members were asked to make an inventory of those they served in two districts of Malmö, Sweden. Participants had to be over 18 years of age and unable to manage their daily lives without help from others. Almost all of the 80 participants (95 %) were under psychiatric care. A majority (86 %) was receiving dental treatment, and 61 % were supported by social services. Fiftyfour percent of the participants received somatic care on an ongoing basis. Although the majority reported the care given as sufficient, one-third of this SMI population considered the care and support they received to be insufficient. Satisfying those who are dissatisfied with the care they are being given would be a significant challenge for service providers, since the unsatisfied are shown to have more difficult lives.
Introduction
Despite the ambitious investments of society in de-institutionalization, several studies have shown that people with severe mental illness (SMI), as well as their relatives, continue to suffer from its impact. Indications of this comes from research documenting increased criminality, drug abuse, suicide, higher mortality, homelessness, isolation, lack of meaningful occupations and underutilization of social care and support systems in this population (Belfrage 1994; Appleby 1992; Wahlbeck et al. 2011; Scott 1993; Beebe 2010; Evert et al. 2003 , Hansson et al. 2002 . Admittedly, there has been a lack of consistency in how SMI has been defined (Slade et al. 1997) . However, if one uses the WHO definition of SMI (WHO 2001) as a psychiatric diagnosis according to the DSM or ICD, with a duration of more than 2 years and disability in functioning, the estimated prevalence of people with SMI are at least 0.7 % of the worldwide adult population (Ruggeri et al. 2000) .
In most developed countries the majority of people with SMI are treated by community mental health services and admitted to a hospital when necessary (Becker and Vaszques-Barquero 2001) . Some people with SMI choose not to ask for help from the psychiatric or the social services systems available to them (Ambition and responsibility, SOU 2006), either by preference, or because such services are in short supply or not regarded by them as satisfactory. As a result they may go without support or intervention.
Describing the everyday situation of people with SMI living in a community requires gathering the demographic, social, and functional characteristics of this population, as well as their demands and utilization of mental health care and social welfare services (Becker and Kilian 2006) . The role of community functioning in SMI thus necessitates the application of various instruments to perform an assessment (Bellack et al. 2007) . Moreover, it is necessary to measure the situation from the perspective of both the patient and the professionals.
Research on the everyday situation of people with SMI often considers the need for and utilization of psychiatric services. Use and satisfaction with other services of importance for someone with SMI, as social services in the community, and somatic and dental health, might be underinvestigated.
This study used an interview supplemented by validated instruments to measure both subjective quality of life and what has been called helping alliance, in order to determine a broader range of support, care, and treatment services people with SMI utilized and their level of satisfaction with the care and support they received.
Methods

Design
This paper is part of a larger study of support and treatment facilities for people with SMI who live in a community (Nordström et al. 2009 ). Psychiatric and social services staff members in two of ten districts in the municipality of Malmö, the third largest city in Sweden, were asked to jointly compile an inventory of the people with SMI whom they served, since register data of that population was not available. The first district had a population of 18,000 inhabitants, and the second 32,000. Those inventoried were contacted face-to-face and asked to participate in the proposed study. The objective was to learn what these patients thought their treatment needs were and how they utilized and experienced the services available to them.
Participants
To be included in the study, an individual had to be over 18 years of age, have an SMI, and reside in one of two districts in Malmö. In accordance with the WHO definition, we considered SMI as a diagnosis of psychiatric illness of more than 2 years duration that also involved a functional disability (WHO 2001) . Participants had to be unable to manage their everyday lives without help from others in consequence of their psychiatric functional disabilities. The assistance required could be either permanent or recurring, but had to continue for at least 6 months.
The staff compiling the inventory found 153 people who met the inclusion criteria. Forty-three people declined to take part in the study and 30 others could not be contacted by mail or phone, leaving 80 who agreed to participate in the survey. No information concerning the non-participants was available.
Instruments
Questionnaire
Information about the user's life circumstances, the support received from formal and informal caregivers, and satisfaction with such support was gathered by a questionnaire used in a Swedish survey investigating the life circumstances of people with a psychiatric disability (Nordström et al. 2009 ). The instrument contained 76 items organized in four domains: socio-demographic data and present living situation; support from formal organizations; support from informal organizations; and health and illnesses.
Overall Quality of Life
The Manchester Short Assessment of Quality of Life (MANSA), measuring subjective quality of life, was used to assess overall quality of life (Priebe et al. 1999) . MANSA measures 11 life domains, each of which is addressed by one item. It is administered as a structured interview and includes an individual's subjective rating of general life satisfaction and satisfaction with different domains of quality of life. These include work, finances, social relations, leisure, living situation, security, family relations, sexual relations, and physical and psychological health. Ratings are made on a scale ranging from one (worst) to seven (best). An overall subjective quality of life score may also be calculated. The MANSA has been translated into Swedish and was found to be psychometrically sound (Björkman and Svensson 2005) .
Helping Alliance Scale (HAS)
The relationship between user and contact person was assessed with the Helping Alliance Scale (Priebe and Gruyters 1993) , which has a patient (HAS-P) and a therapist (HAS-T) version. The patient version contains six questions. Five questions are self-rated on a scale from 0 (not at all) to 10 (completely) and ask about receiving the right treatment, feeling understood, feeling criticized, the contact person actively involved in treatment, trust in the contact person, and his/her professional competence. The sixth question ''How do you feel immediately after a session with your contact person?'' had two possible responses: ''worse/unchanged'' or ''better''. The contact person version had five self-rated questions to complete, also on a scale from 0 (not at all) to 10 (completely), about getting along with patient, understanding the patient and his/her views, looking forward to meeting the patient, being actively involved in the patient's treatment, and feeling able to help the patient and treat him/her effectively.
Statistical Analysis
All domains of the questionnaire, with the exception of ''support from informal organizations'' (which excluded from statistical consideration since only five people had agreed to be supported this way), were chosen for analyses in this study.
Items measuring categorical psychosocial variables, care utilized, and satisfaction with care received from psychiatric, somatic, and social services providers were dichotomized into positive and negative values. MANSA, HAS-P, and HAS-T total mean values and the value for an item in MANSA measuring sexual relationships were used for the analysis. Statistical differences between groups were investigated using the Chi square test for categorical values and one-way analysis for continuous variables. The probability level required to demonstrate significance was set to not exceed 0.05. Statistical analyses were conducted using SPSS software.
Ethical Considerations
All 123 persons which could be reach and met the inclusion criteria were provided with oral and written information about the study. Those who agreed to participate gave their written informed consent prior to the interview. The data collection from the person with SMI was done by a member of the research team who was experienced in the instruments used. If the person being to be interviewed requested it, their contact person from psychiatric care or social services supported the interviewee. In order to obtain a more comprehensive picture of the situation, data was gathered from both the participant and from that person's contact whenever appropriate. Each participant selected the time and place where the data collection took place. The researcher who analyzed the data had no affiliation with any of the service providers who supported the participants. The data gathering was done in accordance with the Helsinki Declaration. Permission for the study was obtained from the Regional Ethics Committee in Lund (Dnr 238/2007). There are no known conflicts of interest. The first author certifies responsibility.
Results
User's Life Circumstances
The mean age of the participants was 47 years (range 19-81). Most of the participants (72 %) were men, and 87 % were single and living alone. Seventy-four percent lived in their own house or apartment, or in a rented place, while 26 % resided in an assisted living facility. The majority, 55 % self-reported a diagnosis of schizophrenia, 26 % reported an affective disorder and for 19 % the diagnosis was unknown. Eighty-four percent of those interviewed were on medication prescribed by psychiatric services. 10 participants reported any use of alcohol or drugs more often than once a week, although no one agreed to have a substance use disorder. The participants' first contact with psychiatric services had taken place on average 18 years previously (range 1-53 years). A little more than half of the participants were engaged in everyday occupations and 61 % reported having seen a friend during week before. Half of the participant experienced dental problems, 35 % reported any additional somatic illnesses, and 9 % reported have been subjected to physical violence at some time in the past. Fifteen percent had been accused of a crime in the previous year.
Results From the MANSA Quality of Life Scale When comparing satisfaction of the eleven life domains measured, we found that living accommodations (mean 5.5), personal security (mean 5.2), the people with whom one lives (mean 5.2), and family relationships (mean 5.0) were those areas that participants said gave them the greatest satisfaction. Sexual relations (mean 3.7) and finances (mean 3.9) were rated by participants as giving them the least satisfaction.
Treatment and Support
Our results showed that almost all participants (95 %) were receiving psychiatric treatment, a majority (86 %) was being treated by a dentist, and 61 % received help with activities of daily living from social services. Fifty-four percent of all participants were receiving somatic care.
Of those participants in the study receiving care from psychiatric services, almost all were out-patients. The most common support provided by psychiatric services was medication (87 %), followed by advice, psychosocial interventions, and psychotherapy. Forty-eight percent of those interviewed had a contact pattern of once a week; 34 % were seen once each month. Most often those who sought care were treated by a psychiatrist (67 %) or a nurse (53 %). Of those patients who came in contact with psychiatric services, 77 % said they were satisfied with the support they received. The 23 % who stated they were dissatisfied with psychiatric services wished to receive more effective medications, more psychotherapy, or both.
A majority (61 %) received some support from social services, 85 % of these on either a daily basis or several times a week. However, 22 % of those receiving support of some kind from social services considered it insufficient and asked for more practical help with daily living instead.
Dissatisfaction with Treatment and Support Received
Thirty-six percent of all those participating in the study expressed dissatisfaction with the care given by psychiatric, somatic, dental care, or social services. Nineteen percent were dissatisfied with the assistance they received from a single caregiver, 13 % with that from two caregivers, and 4 % with the help provided by three caregivers.
Those dissatisfied with their care showed a significantly lower total mean score on MANSA compared to other who were satisfied with the help they received (4.44 vs. 4.88, t = -2,320, p = .024). No other significant correlation was found in the total group between those satisfied and dissatisfied with help received in all areas measured.
Dissatisfaction with Psychiatric Treatment and Support
The 23 % of the participants who found their psychiatric care inadequate exhibited significantly worse mental and somatic health than those who were satisfied with their care, Chi square = 13, 79; p \ .001 vs. Chi square = 4,35; p = .037. Furthermore, they showed a lower total mean on MANSA, t = -3, 62; p = .001, as well as experiencing more unsatisfactory sexual relationships, Chi square = 8,18; p = .004. Dissatisfied psychiatric patients also experienced HAS-P vis-à-vis their contact person as less valuable, t = -2, 62; p = .011.
Dissatisfaction with Somatic Care, Dental Treatment, and Support from Social Services Twenty-five percent of those receiving somatic care and 16 % of those receiving dental treatment expressed dissatisfaction. Those who considered their somatic care unsatisfactory also experienced unsatisfactory sexual relationships more frequently, Chi square = 8,18; p = .046, while people rating their dental care as inadequate were older, t = -2.08; p = .042, had worse somatic health, Chi square = 4,33; p = .038, and showed a reduced total mean on MANSA, t = -3,71; p \ .001. There were no differences found in any of the aspects analyzed if the person experienced the support received from social services as unsatisfactory.
Dissatisfaction According to Age of User or Developmental Stage of Illness
When comparing users of different age groups, one group containing people up to 35 years of age (11 individuals, 15 %) and the other with people 36 years of age or more (65 individuals, 85 %), we found only one significant difference among all aspects measured. Taken the number of years since first contact with psychiatric services as a measurement of the developmental stage of illness showed a difference between the age groups of 8.54 versus 22.31 years, t = -3,49; p = .001. No other significant differences were shown according to the users' diagnosis, life circumstances measured, developmental stage of illness or dissatisfaction with any formal help given.
Discussion
Studies comparing satisfaction with different treatment models in psychiatric services have shown greater satisfaction with assistance provided by community mental health teams as compared to standard care (Malone et al. 2010) . However, no studies have been found to focus on satisfaction with care received from different service providers by people with SMI living in a community.
Our study found significant disruption and impairment of an individual's ability to lead a healthy meaningful life in a community when suffering from SMI. For men, who constituted the majority of participants in our study, we concluded, in accordance with earlier studies (Hansson et al. 2002 , Wheeler 2007 , that most of them lived alone, were neither married nor in a close relationship, had no daily occupation, and experienced a more unsatisfactory quality of life. The study also showed that people with SMI and psychiatric functional disabilities living in a community may require not only psychiatric care, but somatic, dental, and social services as well. In such a diversified service delivery context, all of them of considerable value for the individual affected, the user's experience of those interventions needs to be assessed from the perspective of each specialized service.
There are some shortcomings in our method of selecting the participants in this study. Only people utilizing psychiatric or social services took part in the inventory. Furthermore, asking those with SMI living in a community to participate in a study has been shown to lower the rate of participation without individuals giving any specific reason for their decision (Beebe 2010) . Our data collection method, which proceeded from the perspective of people living in the community and not from a clinical psychiatric service perspective, eliminated the possibility of comparing the thoughts of participants using a standardized measure of functional level from a clinician's perspective. Unfortunately, ethical considerations prevented us from obtaining comparable measures from the significant others of participants.
Our findings indicate that a majority of people with SMI experience the care and support they receive as suitable and adequate. However, the one-third of the same population who considered their care inadequate represents a challenge for service deliveries. We recognize that these findings may contain some bias, since people participating in this kind of survey, where they are supported by their contact person in the interview situation, may feel obliged to satisfy the contact persons with the answers they give, since those contacts represent the services under investigation by the inquiry. Thus, some participants may have overestimated their satisfaction with the care they received. On the other hand, the support their contact person provided was not directed toward answering items on the instruments, but was more in the nature of psychological support, which might have increased the possibility of gathering data. We can also presume that users dissatisfied with the care they have been given may be more likely to avoid participating in surveys measuring satisfaction with care received. Nevertheless, our results are an encouraging indication that many people with SMI feel themselves well cared for or, when asked, report their experiences with the existing service delivery system as positive.
We also found that people dissatisfied with the care and support they received commonly experienced a decreased quality of life according to MANSA. The interpretation of this may go in either direction, since it is difficult to distinguish cause from effect here. However, our findings suggest that dissatisfied individuals may lead more difficult lives. People who were dissatisfied with their psychiatric care also showed poorer self-assessed mental and somatic health, as well as reduced satisfaction with sexual relationships. The latter was especially evident in people who experienced their somatic care as inadequate. These results have been confirmed in recent research, which has found an absence of sexual relationships in people with SMI, in consequence of which they report feelings of loneliness (Wheeler 2007 ; Ö stman 2013, ''Low satisfaction with sex life among people with severe mental illness living in a community'', unpublished paper). Researchers and clinicians have previously focused on the shortcomings of interventions supporting individuals with SMI in sexual matters (Bhugra 2000) . Programs that provide support to people with schizophrenia still fail to address matters of sexual relationships (Lehman et al. 2004 , National Collaborating Center for Mental Health 2002). Our findings of somatic ill health among our participants are findings replicated in previous research that has shown people with SMI overrepresented in assessments of somatic ill health, as compared with the general population (Bouza et al. 2010) . Moreover, psychiatric patients who have problems with their dental health and the dental care they receive tend to be older and suffer from worse somatic health (Persson et al. 2009 ).
Our findings of a correlation between frustration with psychiatric services and an inadequate relationship with one's contact person might suggest the value of encouraging treatment relationships to develop into positive bonding, as shown in earlier studies of psychotherapy and other psychosocial interventions in psychiatric services (Norcross et al. 2008; Norcross 2011) .
Conclusion
People with SMI and psychiatric functional disabilities living in a community have access to not only psychiatric services, but somatic, dental care, and social services as well. The majority of people with SMI in our population indicate that the care and support they receive is adequate and appropriate. Satisfying the minority of those who say they are dissatisfied with the care they receive is a challenge to service providers, but one which, if met, might result in a significant improvement in the quality of life of those individuals affected.
